
Vol.:(0123456789)1 3

https://doi.org/10.1007/s00520-022-07436-1

ORIGINAL ARTICLE

Experiences and perspectives of patients with advanced cancer 
regarding work resumption and work retention: a qualitative 
interview study

Donna C. E. Beerda1,2,3 · Amber D. Zegers3,4 · Emma S. van Andel1 · Annemarie Becker‑Commissaris5 · 
Maurice J. D. L. van der Vorst6 · Dorien Tange7 · Saskia F. A. Duijts1,3,4,8,9 · Linda Brom1,10

Received: 9 March 2022 / Accepted: 27 October 2022 
© The Author(s), under exclusive licence to Springer-Verlag GmbH Germany, part of Springer Nature 2022

Abstract
Purpose Being able to work improves the quality of life of patients with cancer. Much is known about the return to work 
process of cancer survivors. Yet, studies focusing on the experiences of patients with advanced cancer who want to return to 
work or stay employed are scarce. Therefore, we aimed to explore the perceptions of patients with advanced cancer regarding 
work resumption and work retention and the barriers and facilitators they may experience.
Methods Semi-structured interviews were conducted. Patients were included if they: (1) were diagnosed with advanced 
cancer, (2) worked in paid employment at time of diagnosis, and (3) were currently back in paid employment or had the 
intention to return to paid employment. Participants were recruited through clinicians and patient organizations. Interviews 
were transcribed and thematically analysed using ATLAS.ti.
Results Fifteen patients (87% female, mean age 52 (SD 4; range 41–64)) were individually interviewed. Four main themes 
emerged from the data: (1) holding on to normalcy, (2) high understanding and divergent expectations, (3) social discomfort 
calls for patient-initiated alignment, and (4) laws and regulations require patient empowerment.
Conclusion Paid employment can contribute to the quality of life of patients with advanced cancer. The findings of this study 
might correct erroneous preconceptions about the work ability and work intention of patients with advanced cancer. Tools 
already developed for employers to support reintegration of patients with cancer should be further explored and translated 
to patients with advanced cancer.
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Introduction

In Europe, there are an estimated 3.9 million new cancer diag-
noses annually [1]. In the Netherlands, it concerns approxi-
mately 124,000 individuals, of which an estimated 38,000 have 
advanced cancer [2]. About half of the patients diagnosed with 
advanced cancer is between 18 and 65 years old and thus of 
working age [2]. Improvements in medical care are enabling 
patients with cancer to live longer and to increase their ability 
to work during and following treatment [3]. While the finan-
cial incentive to remain in paid employment can be consider-
able, being able to work additionally contributes to a sense of 
normalcy, daily structure, and social belonging for patients 
with cancer [4]. Work participation can therefore significantly 
increase cancer patients’ quality of life [5].

Work resumption and work retention are already challenging 
for cancer patients who have been treated with curative intent. 
That is, the overall risk of unemployment among cancer survi-
vors is 1.4 times higher than those who have never been diag-
nosed with cancer [6]. Numerous obstacles, such as physical and/
or psychosocial consequences of a cancer diagnosis and related 
treatment [7], but also a perceived lack of support and understand-
ing from the work environment, may hinder cancer patients from 
participating in paid work [8, 9]. It is expected that these obstacles 
are even more complex for patients with advanced cancer.

Previous studies showed that, at the beginning of the can-
cer diagnosis and treatment trajectory, there is generally a 
strong motivation from the employer to facilitate return to 
work (RTW). This declines later on, during (long-term) sick 
leave, especially when the disease remains stable for a while 
[9]. Additional issues regarding RTW and work retention in 
patients with advanced cancer include the impact of the dis-
ease on their work capabilities, regular medical appointments, 
and coping with the reality of dying within an uncertain time-
frame. Nonetheless, Glare and colleagues indicated that work 
continues to stay a meaningful topic in a growing group of 
patients with advanced cancer [10].

Currently, little is known about the experiences of patients 
with advanced cancer regarding work participation, and elabo-
ration of their perceptions on work resumption and retention 
is needed. Therefore, we aimed to qualitatively explore the 
experiences and perspectives of patients with advanced cancer, 
regarding work resumption and work retention.

Methods

Design and participants

A qualitative study was performed, in which semi-structured 
interviews with patients with advanced cancer were con-
ducted. Patients were eligible to participate if they were: 

(i) diagnosed with advanced cancer (i.e. incurable cancer, 
usually metastatic) and aware of the incurability of their dis-
ease; (ii) between 18 and 65 years of age at time of the inter-
view; (iii) working in paid employment at time of diagnosis 
and the year prior to diagnosis; (iv) in paid employment, or 
(partly) on sick leave, or receiving (partial) disability benefit/
unemployment benefits at time of the interview; (v) having 
the intention to return to paid employment, if not at work; 
and (vi) able to speak Dutch. Patients with severe psycho-
logical symptoms were excluded. The advanced, incurable 
stage of their disease was assessed by an explicit question 
in the brief questionnaire completed by the patients. Also, 
via telephone contact, all inclusion criteria were explicitly 
confirmed by the patients, including the first criterion ‘diag-
nosed with advanced cancer (i.e. incurable cancer, usually 
metastatic) and aware of the incurability of their disease’. An 
assessment of mental health problems was made by physi-
cians based on medical records and their expertise. In the 
case of recruitment through social media, the researcher 
checked by telephone whether patients were able to partici-
pate in the study.

Study procedure and data collection

A purposive sampling strategy was applied, and partici-
pants were included and interviewed until data saturation 
was reached, i.e. no new (sub-)themes arose from the data. 
Clinicians recruited patients during outpatient clinic visits 
at the oncology or pulmonology departments of two differ-
ent hospitals: one academic hospital and one teaching hos-
pital. Patients with lung cancer are seen at the pulmonol-
ogy department. In recent years, many new therapies have 
become available for these patients, making them a specific 
group, sometimes able to live longer with incurable lung 
cancer. If a patient was interested in participation, an infor-
mation package was provided by the clinician, containing an 
information letter, informed consent form, a short question-
naire indexing sociodemographic details, work-related char-
acteristics and disease-related information, and a prepaid 
return envelope. Upon receipt of the completed documents, 
eligible patients were invited for an interview. Furthermore, 
study information was announced on various social media 
platforms, including the platforms of the Dutch Federation 
of Cancer Patients Organisations. Interested patients could 
contact the research team, after which the procedure was 
identical to the clinician route described above.

A semi-structured interview guide was compiled based 
on previous studies on the RTW experiences of patients 
with cancer [4, 7–9, 11] and on the expertise of the research 
team (Appendix 1). The interview guide was tailored to 
three possible employment situations: (1) those who were 
on sick leave and received sickness and/or (partial) disability 
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benefits, (2) those who had successfully (partially) returned 
to their former or a new employer, and (3) those who were 
job seeking. The predefined interview guide consisted of five 
themes: (i) changes in work situation (from pre-diagnosis 
until time of the interview); (ii) the meaning of work; (iii) 
the role of the employer in returning to work and/or work 
retention and experienced support (e.g. support from col-
leagues, work accommodations, or non-workplace support); 
(iv) Dutch (long-term) sick leave legislation (e.g. regarding 
reintegration, sickness and disability benefits); and (v) work-
related needs and recommendations.

From March 2021 to May 2021, fifteen interviews (with 
a mean duration of 56 min) were conducted by two research 
interns trained in conducting qualitative research (DB and 
EvA). Both interns were supervised by authors AZ, LB, and 
SD (a PhD candidate, postdoctoral researcher, and senior 
researcher, respectively, all with a research focus on psycho-
social oncology and/or palliative care and experience in con-
ducting qualitative research (e.g. [12–14])). Due to COVID-
19, the interviews were conducted online through Microsoft 
Teams or by telephone. Interviews were audio-recorded and 
transcribed verbatim. No repeat interviews were held, and 
transcripts were not returned to participants. For reporting, 
the COnsolidated criteria for REporting Qualitative research 
(COREQ) checklist was used [15].

Data analysis

Thematic analyses were conducted based on the six phases 
described by Braun et al. [16], using the qualitative soft-
ware package ATLAS.ti 8 [17]. Two researchers (DB and 
LB) independently coded two transcripts to establish inter-
observer reliability of the coding procedure [18]. The constant 
comparative method was used to compare codes within and 
between interviews. Frequent meetings with the research team 
(DB, LB, SD, AZ, EvA) led to understanding of the partici-
pants’ experiences and subsequently the identification of main 
themes and their interrelationships. Relevant quotes have been 
selected to illustrate (sub)themes. IBM SPSS Statistics ver-
sion 24 was used to analyse data from the questionnaire.

Results

Participant characteristics

Fifteen participants (87% women) between 41 and 64 years 
of age (mean age 52; SD 4) were interviewed. Although 
diagnoses varied, most participants were diagnosed with an 
advanced form of breast cancer (47%). Participants were 
divided into three different employment situations: on sick 
leave at current employer (n = 5), working (n = 8), and job 
seeking (n = 2) (Table 1).

In total, four themes have been identified. The identi-
fied themes follow the emotional and practical journey 
patients with advanced cancer may go through when it 
concerns RTW or work retention. This process starts 
with the advanced cancer diagnosis and the initial 
impact it may have on a normality, such as work, in 
theme 1. This is followed by a phase, in which contradic-
tions may occur, when an advanced cancer patient aims 
to RTW after sick leave, but the environment struggles 
because of different expectations, as described in theme 
2. In theme 3, the focus is on the initiative the patient 
has to take to align with the environment and deal with 
issues, such as social discomfort, when it concerns RTW 
and work retention, and advanced cancer. Specific issues 
regarding laws and regulations and the attitude a patient 
is required to have throughout the whole journey are 
described in theme 4.

Holding on to normalcy

The key issue of this theme concerns the urgency of 
patients with advanced cancer to hold on to normality, 
when it concerns work, after receiving the diagnosis. After 
receiving the diagnosis of advanced cancer, participants 
said to feel detached from ordinary life and felt the urge 
to hold on to things that made them feel normal. They felt 
vulnerable in relation to the uncertain course of the dis-
ease, in which the prospect of dying is a persistent threat. 
Work was portrayed as a valuable asset in coping with 
these uncertainties:

It is necessary to hold on to things that belong to your 
life and work is part of that, even if it is only for a lim-
ited amount of hours per week. It prevents you from 
getting lost and keeps you going. I experienced this 
very strongly when it turned out that I had metasta-
sized cancer. (Female, age 62)

For many participants, work became more meaningful 
after their advanced cancer diagnosis. Being able to work in 
general was said to contribute to their identity and allowed 
them to actively participate in society. Besides financial 
motives, most participants stated that being able to work also 
facilitates the opportunity to partake in social relations, e.g. 
to talk about something besides their advanced cancer, and 
to take part in the lives of other people, just like any other 
person. It provides a welcome distraction from the constant 
confrontation of being incurably ill:

Whether I’m at home or at work, the pain is there any-
way. […] When I work, I forget everything. And yes, 
that is important to me. You don’t have to worry, you 
can just take care of others. The disease isn’t there for 
a while. (Female, age 60)
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According to participants, tailored support is needed in 
order to RTW or retain work. Most participants described 
the need of one central person of contact, who could 
either address their work-related questions or refer them 
to appropriate support. Some expressed how helpful their 
occupational physician (OP) had been for them, whereas 
others said the OP’s support was not meaningful. While 
participants mentioned they valued the support of a clini-
cian, most described a lack of attention for ways to main-
tain or regain a sense of normalcy, including through 
work, in hospitals:

I think it would have helped a lot if work had been 
included in my process from day one as a topic of con-
versation. I mean, that is such a big part of your life, 
for me anyway, you can’t just ignore it. (Female, age 
64)

Some participants expressed that they did not voice their 
work-related concerns in the hospital setting, presuming 
that clinicians do not offer work-related guidance, espe-
cially when it concerns advanced cancer. In addition, some 
participants experienced differences in work-related support 
received at the hospital, when previously diagnosed with 
an early stage of their disease (i.e. work being more often 
discussed in the curative setting), compared to the current 
advanced stage.

High understanding and divergent expectations

The key issue of this theme is that employers generally have 
high understanding towards patients with advanced cancer 
during sick leave, but do not necessarily support patients 
with advanced cancer to (return to) work. Although expe-
riences varied greatly, most participants experienced com-
passion, flexibility, and understanding from their employers 
regarding their (advanced) cancer diagnosis and subsequent 
sick leave:

My manager said: ‘Take your time, you’re not doing 
this for us, but you’re doing it for yourself, so do it at 
your own pace’. When that happened, a switch flipped 
for me, or so to speak. The tension was gone and I 
could finally relax. (Female, age 48)

While the understanding from employers was described 
as high, participants felt they did not seem to fulfil the 
expectation of their surroundings regarding their intention 
to RTW. For example, to be incurably ill and to RTW are 
usually perceived as incompatible extremes by the general 
public. Although participants experienced vast amounts of 
emotional support, they felt that family, friends, and employ-
ers often misunderstand participants’ desire to work:

Table 1  Sociodemographic characteristics of the participants

1 Low educational level, no education or primary school (e.g. LBO, 
VBO, LTS, LHNO, VMBO, MBO1); intermediate educational level, 
lower general secondary education, vocational training, or equivalent 
(e.g. MAVO, VMBO-t, MBO-kort, MBO, MTS, MEAO, HAVO, 
VWO); high educational level, pre-university education, high voca-
tional training, or university (e.g. HBO-bachelor, HBO-master, WO-
bachelor, WO-master, Doctor). 2Participants were able to choose 
multiple options. 3Full-time employment from before diagnosis and 
defined as equal to or more than 32 hours

N = 15

Gender, n (%)
  Male 2 (13)
  Female 13 (87)

Age, mean (SD, range) 52 (4, 41–64)
Relationship, n (%)

  Married 9 (60)
  Living with partner 2 (13)
  Single 4 (27)

Education1, n (%)
  Low education
  Middle education
  High education

0 (0)
3 (20)
12 (80)

Primary cancer site, n (%)
  Breast 7 (47)
  Lung 2 (13)
  Cervical 3 (20)
  Colon 1 (7)
  Stomach
  Smooth muscle

1 (7)
1 (7)

Time since diagnosis of advanced cancer, n (%)
  ≤ 1 year
   > 1 year
  > 2 years
   > 3 years
  > 5 years
  > 10 years

3 (20)
2 (13)
2 (13)
3 (20)
4 (27)
1 (7)

Current  treatment2, n
  Chemotherapy 2
  Immunotherapy 4
  Hormone therapy 7
  Targeted treatment 1
  Awaiting new strategy 2
  No treatment 2

Current employment status, n (%)
  On sick leave at current employer
  Working
  Job seeking

5 (33)
8 (53)
2 (13)

Contract type before  diagnosis3, n (%)
  Full time 7 (47)
  Part time 8 (53)

Breadwinner status, n (%)
  Yes 7 (47)
  No 8 (53)
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There are some people who just don’t understand why 
I’m going to work at all or why I want to do that. They 
don’t understand. They don’t understand why I value 
work so much. (Male, age 49)

Many participants emphasized the importance of dispel-
ling the stigma associated with advanced cancer. Choosing 
to work while being incurably ill was perceived as incompat-
ible with society’s view of how people with incurable illness 
should fill their time. For example, they should primarily 
spend their time with loved ones and not bother about work. 
They said to feel an urgency in continuing a valuable and 
normal life while still possible. Moreover, they explicitly 
mentioned the urge to show that they are still a valuable 
member of society:

At one point, I really wanted to go back to my old con-
tract, four days, and everyone just thought I was crazy 
for wanting that, but I thought, I’ll show them that I 
can come back. (Female, age 64)

Social discomfort calls for patient‑initiated 
alignment

The key issue of this theme is that employers and col-
leagues may experience social discomfort when a patient 
with advanced cancer expresses the wish to RTW, during 
the actual reintegration process, and during work retention. 
In response to the apparent discomfort of employers and 
colleagues, patients may feel necessitated to initiate all com-
munication regarding RTW/work retention planning with 
the social and work environment. During treatments, side-
effects and the overall disease burden dominated the lives of 
participants. After treatment, the main issues hindering the 
transition to occupational reintegration were said to be the 
lingering side-effects such as decreased energy, concentra-
tion problems, and pain. Most participants said that despite 
being optimistic about their work capabilities, returning to 
work is difficult and overwhelming:

When I came home after the very first day back at 
work, I was so extremely tired and overwhelmed that 
I couldn’t do it the next day. I was actually supposed to 
come the next day, but I just couldn’t. I was exhausted 
for the rest of the week. (Female, age 48)

While struggling with the daily frustrations regarding the 
uncertainty of the course of the disease in relation to their 
future working life, it was considered important to gradu-
ally build up confidence and increase the workload. Often, 
changes in participants’ responsibilities, such as perform-
ing less physically demanding tasks or a decrease in work-
ing hours, helped them, for example, to manage fatigue. An 

employer who facilitates these options can be considered a 
great advantage.

Participants stressed the importance of social support and 
encouragement from colleagues, which was highly valued in 
the reintegration process:

If I didn’t have colleagues who were personally 
involved with me, and the other way around, I wouldn’t 
even be able to function. (Female, age 62)

Some participants stated being aware that the employer 
and colleagues are dealing with an employee who may bring 
uncertainty and social discomfort. However, in their opin-
ion, there is a lack of discussion and insufficient attention 
for their situation, due to overly cautious behaviour from 
colleagues.

In the beginning, it was like, if you have lung cancer 
stage four, you’re not supposed to work anymore and 
that was emphasized by my colleagues, which I found 
quite difficult. (Female, age 64)

Participants described their situation as ‘social exclusion’. 
It felt like a burden to constantly demonstrate and explain the 
situation to colleagues. Furthermore, some mentioned that 
at the time of their diagnosis of advanced cancer, there was 
less interest from their colleagues compared to their previous 
curative cancer diagnosis:

The second time, when it becomes advanced, you 
notice that it’s actually a lot less [the support]. You 
get flowers, because it’s on the agenda, you get a coffee 
chat because that is how it should be, but then even-
tually that kind of stops I think that has to do with 
being treated with advanced care, because people don’t 
expect you to come back. (Male, age 49)

Due to the social discomfort in the workplace, partici-
pants felt necessitated to take initiative in most work-related 
communication, such as aligning expectations concerning 
RTW. Participants preferred a more open dialogue in the 
workplace, to ensure their concerns and needs were under-
stood and their feelings were validated:

Dare to ask questions, because of course it’s intense 
when an employee comes up to you like, sorry, I don’t 
know how long I have to live. It could be just one year. 
It is understandable than an employer struggles to initi-
ate the conversation, but don’t leave it up to the patient. 
(Female, age 40)

Laws and regulations require patient empowerment

The final theme is an overarching theme, in which the need 
for patient empowerment in dealing with difficulties in laws 
and finances is discussed. Participants generally experienced 
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little difficulty in dealing with the Employee Insurance 
Agency, i.e. the Dutch institute responsible for implement-
ing employee insurances. According to Dutch legislation, 
employees who have been absent from work for 2 years 
undergo a work disability assessment (or sooner, in case 
of an unfavourable prognosis) to evaluate their eligibility 
for disability benefits. One participant explained the ease 
with which the agency would hand out disability benefits to 
patients with advanced cancer:

The moment you mention the words ‘cancer’ and 
‘terminal’, well in this case palliative, then yes, all 
the doors at the Employee Insurance Agency open. 
(Female, age 40)

In addition, participants felt OPs and employers were 
sometimes too eager in suggesting that they should apply 
for partial or full disability benefits:

When the radiotherapy was finished, they said: ‘Maybe 
we can start an early process to apply for the IVA (Full 
Invalidity Benefit Regulations)1’. I thought that was 
very strange. I was only on sick leave for half a year 
and I thought, we are not there yet. I wondered if it was 
financially more beneficial for my employer. (Female, 
age 61)

One participant expressed her frustration regarding being 
a valuable employee, but not having had a salary raise in 
10 years. She explained it as ‘a complex situation’, because 
a raise would lead to a decrease in her disability benefit:

People around me have had salary increases, but not 
me, because I would just get less disability benefits, 
which would amount to the same salary. In the past, 
this might not have been a problem, because people 
used to die much earlier. But now, I think a lot of peo-
ple run into this problem. (Female, age 55)

Participants who had to seek a new job after treatment 
said to have dealt with constant rejection and setbacks in the 
process of job applications, even if they were overqualified 
for the job:

The fact that you are being treated with advanced care, 
does not make you attractive to employers, regardless 
of what you have to offer in terms of qualifications. 

[...] People just find it very uncomfortable. (Female, 
age 50)

Furthermore, participants mentioned that sometimes, they 
were only welcome at work as a volunteer. This did not bring 
them any satisfaction and made them feel underappreciated:

What bothered me at a certain point was that I was 
welcome in quite a few places, but just as a volunteer. 
[…] It’s not right that I’m doing the same work as my 
colleague who has a fixed employment contract, and 
I do it as a volunteer, and I get a daily allowance of 
five euros. That doesn’t even cover my gasoline costs. 
(Female, age 50)

To be able to navigate the system and its regulations, par-
ticipants identified patient empowerment as a key facilitating 
factor. They described how returning to sustainable work 
greatly depends on the participants’ strength and determina-
tion. Those who said to have an assertive attitude, who knew 
they wanted to retain work from diagnosis onwards, seemed 
to have more success in reintegration:

It all piled up quickly, but then again I am a fighter yes, 
in a sense that you can’t get rid of me. I’m just going 
to do my best to show them that I matter, which I did 
and it worked out well. (Female, age 62)

Discussion

Interpretation of main findings

Being diagnosed with advanced cancer can have a substan-
tial impact on work participation. Firstly, the majority of 
participants explained how work became more meaningful 
in the face of advanced cancer, because it allowed them to 
contribute to society, instead of feeling rejected by it. This 
aligns with previous studies in the curative setting, describ-
ing how women with breast cancer often want to leave their 
sick role behind and secure their work role [19–21]. Many 
participants in our study wanted to continue a valuable life 
through work while still possible and get rid of the stigma. 
Several studies underlined the importance of being able to 
perform paid work while being in advanced cancer care [22, 
23]. However, to be able to return to or retain work, the right 
support is needed. Previous research has shown that the sup-
port from a clinician in returning to work is often regarded 
as insufficient [9, 24]. Our study showed that patients value 
the support of a clinician, but experience low attention for 
work-related issues in the hospital.

Secondly, participants explained that employers were very 
understanding during sick leave, but did not expect participants 
to RTW and in some cases showed less understanding when 
participants expressed their desire to RTW. This is in contrast 

1 In the Netherlands, the WIA (Work and Income according to 
Labour Capacity Act) contains four categories, of which the IVA 
(Full Invalidity Benefit Regulations) is the benefit for those durable 
and completely disabled. The WIA assessment regularly takes places 
after 2 years of sick leave, in which (most) employees receive 100% 
of their salary during the first and 70% of their salary during the sec-
ond year of sick leave.
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with a study of patients in the curative setting who experienced 
high support from their employer while reintegrating [25]. 
Although patients treated with curative intend may experience 
problems regarding employer’s support as well, patients with 
advanced cancer more often do not seem to fulfil the expec-
tation of their social environment regarding being sick. Their 
work capabilities were often viewed with scepticism. This 
could be due to existing confusion of society at large between 
incurable or advanced cancer and terminal cancer. While par-
ticipants’ perceptions of their own work capabilities and work 
intention were more or less optimistic, they preferred changes in 
work tasks and hours. This is consistent with previous research, 
which demonstrated how reduced work capability in patients 
with cancer can be managed [26, 27].

Thirdly, regarding the third theme, participants described 
their reintegration at work as tough and overwhelming. They 
highly valued active involvement and compassion from their 
employer and colleagues, of which the importance has been 
described in previous studies [28, 29]. However, participants 
experienced feelings of social discomfort among colleagues 
regarding their wish to RTW while undergoing advanced 
cancer treatment. This aligns with a Korean study, in which 
it was illustrated how individuals can have uncomfortable 
attitudes and are sensitive to topics relating to death [30]. 
The confrontation of a colleague with advanced cancer 
might cause them to reflect on their own mortality [31]. 
Nevertheless, patients felt that this required them to initiate 
and align communication regarding work and related expec-
tations, which is experienced as burdensome.

Lastly, when it concerns ‘laws and regulations’, partici-
pants stressed the importance of being proactive and empow-
ered while dealing with work-related legislation. Patients 
with advanced cancer explained that applying for jobs can 
be more difficult compared to the curative setting, due to the 
aforementioned complexity and stigma. Overall, participants 
emphasized the importance of their inner determination to 
go against all expectations of their surroundings. This was 
also reported by Brusletto et al. [32], who described the 
most important assets to return to sustainable work among 
cancer survivors as being their own strength, determination, 
and adaption skills.

Strengths and limitations

The main strength of this study is the added value of this 
topic, which was largely unexplored so far. Also, this study 
concerns a patient population that will inevitably grow in the 
future [33]. Further, the characteristics of the participants 
showed a broad range in age, diagnoses, and employment 
statuses, which offers an explorative insight.

However, some limitations must be taken into consid-
eration. Firstly, selection bias, presumably due to volunteer 

bias, might be present, as most participants were women and 
highly educated. Due to this selection, differences regard-
ing perspectives on cancer and return to and retaining work 
may be absent [34–36]. In addition, it is likely that patients 
with advanced cancer who are not doing well have declined 
participation or have not been asked by their physician to 
participate. The latter may be due to clinician gatekeeping: 
the tendency by which healthcare providers prevent access 
to patients who are eligible for participation [37]. Finally, 
it is possible that the point of view of patients who failed to 
RTW is missing in our study, as only patients who had the 
intention to RTW and/or felt physically well enough to do 
so signed up for participation.

Implications for practice and future research

Our findings underline the importance of addressing the 
stigma that ‘patients with advanced cancer are not able 
to work and/or should have no intention to work’. Creat-
ing awareness among employers about the abilities, work 
intention, and needs of patients with advanced cancer would 
contribute to their RTW and work retention. The findings 
also indicate that one point of contact, such as a special-
ized nurse or a case manager, to refer patients to adequate 
support would facilitate the work-related needs of patients. 
It is also recommended for clinicians to be more active in 
paying attention to work-related issues of the patients receiv-
ing advanced care. Support from hospital-based profession-
als can help to facilitate reintegration for these patients, by 
determining work readiness and making work a topic of dis-
cussion. This is not yet systematically offered, as described 
by Zegers et al. [38]. Yet, this may be offered by a special-
ized OP, who advises patients, their clinicians, and their 
employers regarding cancer and work. Since these implica-
tions align with those deriving from studies in the curative 
setting, reintegration interventions for the curative patient 
group might also be transferrable to the palliative setting.

Regarding future research, it would be preferable to include 
a larger sample size with more representation of the male gen-
der and different educational backgrounds. More qualitative 
and quantitative research is recommended. Findings should be 
used to raise awareness on the possibilities of RTW and work 
retention of patients with advanced cancer among research-
ers, clinicians, stakeholders, and society. Interventions should 
be developed addressing stigma, improving communication, 
and increasing knowledge in general, about advanced can-
cer care and possibilities for RTW/work retention, to support 
these patients towards sustained employment. We recommend 
healthcare professionals to offer patients with advanced can-
cer tools focusing on increasing self-management and com-
munication skills to support, empower, and navigate them 
through the process of RTW and work retention. Finally, we 
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suggest to include patients with advanced cancer in RTW and 
work retention programmes or clinical trials.

Conclusion

Work can still be an important issue in the lives of patients 
with advanced cancer. Support from hospital staff and pro-
active attitudes from employers are needed, as patients have 
so far had to initiate almost all work-related communication 
themselves. Expectations regarding work between patients 
and relevant others do not always align, which may lead 
to social discomfort. Our findings might correct erroneous 
preconceptions about these patients’ work ability and work 
intention and enhance their overall experience during rein-
tegration. Tools already developed for employers to support 
patients with cancer in reintegration should be further inves-
tigated and translated to advanced cancer patients.

Appendix 1. Topics within the interview 
guide, indexing information on work 
resumption, and retention in patients 
with advanced cancer

 1. Experienced changes in work situation since diagnosis 
(e.g. in position/tasks/hours)

 2. Consequences of advanced cancer (physical, mental, 
psychosocial) on (return to) work

 3. Possibility for work adjustments and level of satisfac-
tion with potential work adjustments

 4. Changes in the meaning of work
 5. Communication with friends, family, and health pro-

fessionals about work resumption
 6. Practicalities related to the process of RTW 
 7. Role of the employer in RTW and communication with 

the employer during RTW 
 8. Experienced support (e.g. support from colleagues, 

healthcare professionals) during RTW/work retention
 9. Dutch (long-term) sick leave legislation (e.g. regard-

ing reintegration, sickness and disability benefits) and 
financial issues in general

 10. Work-related (unmet) needs, wishes, and recommenda-
tions

 11. Any additional work-related topics not previously dis-
cussed
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